UK CFS/ME Research Collaborative
Minutes of Executive Board meeting
27 April 2016
Present:
Stephen Holgate (SH)
Esther Crawley (EC)

Sonya Chowdhury (SC)
Ed Sykes (ES)

Jan McKendrick (JM)
Hugh Perry (HP)

Joined via phone:
Paul Little (PL)
Mary Jane Willows (MJW)
Chris Ponting (CPP)

Steph Garfield-Birbeck (SG) Carmine Pariante (CP)
Neha Issar-Brown (NIB)
Julia Newton (JN)

Apologies:
Zoe Gotts (ZG)
Mark Edwards (ME)
Raliza Stoyanova (RS)

Alastair Miller (AM)
Allison Wallace (AW)

Charles Shepherd (CS)
Des Walsh (DW)

Agenda Item

Action

Welcome & Introductions
SH opened the meeting and welcomed members.
No additional conflicts of interest were recorded.
1

Minutes & Matters Arising
All actions completed or addressed below in main agenda.
Decision
The Board approved the minutes of the last meeting. All actions have been
undertaken/are addressed in the main agenda.

2

Conference 2016
SC has circulated a paper outlining the progress thus far in coordinating the
conference. The programme is nearly fully developed but there are a
couple of slots/presenters still to be confirmed.
PL offered to facilitate the workshop on day 1 which will be focused on
community-engaged research. This could provide an opportunity to inform
research gaps from a ‘bottom-up’ approach. SH asked whether sponsorship
could be identified to move a piece of work forward from this workshop.
We would also seek to identify a couple of speakers for the session.
We need to clarify the focus: are we looking to provide a better

PL

SGB/SH

understanding of how researchers arrive at what is/isn’t possible – this
would be a starting point of the discussion? Do we then want to consider
how we want to kick-start a process whereby there is a follow-on piece of
work to develop this further as an output.
We need to ensure that we build in lessons/learning from other illness
groups e.g. not having trials with too small numbers that we need to bring
to bear to ensure we maintain a degree of realism. We can also learn in
respect of the engagement of adults/children and young people in other
illness fields.
The workshop would be a progressive session and would provide an
opportunity for participants to understand more about different study
designs, how individual experience may (or may not) contribute to
informing the development of studies.
Sponsorship is being obtained for the conference. The MRC and Wellcome
have committed their support.
Planning for the 2017 conference is also underway and Dr Avrinda Nath
and Prof Peter Rowe (both from US) are already confirmed as speakers. SC
and her team have been exploring potential venues across the UK.
Decision
The Board agreed that if an alternative, suitable venue can’t be identified,
the conference will be held in Newcastle again.

The possibility of a sponsored student exchange could be considered tied in
with a student poster award. There are a range of options that need to be
considered and explored.
SC/NIB
3.

Grand Challenge
EC provided feedback from the recent workshop held in Bristol. A minute of
the meeting will be circulated to provide an overview of discussions.

EC/SC

EC highlighted the importance of effective communication and a plan will
be put in place to ensure engagement. Blogs will also be used and will be
available through the Action for M.E. website until the new CMRC website
is launched. Each of the scientists who participated will also develop short
descriptive pieces to identify how their respective fields can contribute to
the ME/CFS field.
There will also be patient advisory group input. EC discussed how she plans
to involved clinician. There was discussion about whether it was possible to
involve international collaborators. We also need to identify a name for
this project. EC will circulate a request to members/researchers involved
for suggestions.

EC

4

Board Membership
The current Charter is quite prescriptive in terms of membership and
therefore it was proposed that further revisions would be made to the
Charter (and outlined at the AGM) with a ‘terms of reference’ document
being developed for the Board. This would also reduce the length of the
Charter. Changes would then need to be re-circulated to members and final
approval confirmed at the next meeting. SC will also include clarification as
per discussions re communication/conduct.

SC

SC reported that there has been a request to join the Board from a
medically-qualified individual who has direct links with industry. The bio
was tabled at the meeting.
Decision
The Board agreed that the individual fills a gap in the Board expertise
especially with the links to industry that the individual has and will
therefore be invited to join the Board.

5
5.1

5.2

6

SC

Current/Future Projects
Uber research scoping report: SC reported that there has been a lot of
discussion and debate about the report and recommendations which has
been very positive as well as challenging. The varying perspectives are now
being consider by the lead author from Uber and it is hoped that the final
report will be circulated imminently to the Board for agreement.
Website: SC reported that little progress has been made on this due to the
conference/AGM/Uber work taking a higher priority. SC/ES will now pick
this up again and will circulate aspects to be written by members of the
Board. Target date for launch – July.
AOB
None
Date of next meeting
13 July 2016, 1 – 3.30 pm, MRC, London

Minutes taken and typed by SC 27.04.16
Chair approved 28.04.16

SC/CP

SC/ES/All

